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Abstract
Background: Integrated care has the potential to ease the increasing pressures faced by health and social care
systems, however, challenges around measuring the benefits for providers, patients, and service users remain. This
paper explores stakeholders’ views on the benefits of integrated care and approaches to measuring the integration
of health and social care.
Methods: Twenty-five semi-structured qualitative interviews were conducted with professional stakeholders (n = 19)
and patient representatives (n = 6). Interviews focused on the benefits of integrated care and how it should be
evaluated. Data was analysed using framework analysis.
Results: Three overarching themes emerged from the data: (1) integrated care and its benefits, with stakeholders
defining it primarily from the patient’s perspective; (2) potential measures for assessing the benefits of integration in
terms of system effects, patient experiences, and patient outcomes; and (3) broader considerations around the
assessment of integrated care, including the use of qualitative methods.
Conclusions: There was consensus among stakeholders that patient experiences and outcomes are the best
measures of integration, and that the main measures currently used to assess integration do not directly assess
patient benefits. Validated health status measures are readily available, however, a substantial shift in practices is
required before their use becomes commonplace.
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Background
Transforming the delivery of health and social care is
needed to address the growing pressures due to funding
constraints and increasing complexity of needs for
services [1, 2]. In an attempt to address these issues,
various programmes to integrate health services have
been developed internationally [3, 4]. The World
Health Organisation (WHO) recognises the import-
ance of integrated care and recently developed a
‘Framework on integrated people-centred health ser-
vices’ calling for fundamental change in the funding,
management, and delivery of health services [5]. In
England, many initiatives [6–9] have attempted to
integrate the health and social care systems, with
varying success, and most recently Integrated Care
Systems (ICSs) are intended to cover the whole of
England, as set out in the UK National Health Service
(NHS) Long-Term Plan [10].
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There are many different definitions and concepts of
integrated care [11, 12]. A commonly referred to defin-
ition was developed by NHS England and National
Voices, and takes a person-centred approach, “I can plan
my care with people who work together to understand me
and my carer(s), allow me control, and bring together ser-
vices to achieve the outcomes important to me” [13].
While the integration of services can take many forms
(e.g. horizontal or vertical), the focus of this paper is the
integration of health and social care services. As an ex-
ample, the Better Care Fund initiative pooled budgets to
encourage local health and social care services to work
more closely together to deliver ‘better, more joined-up
services to older and disabled people, to keep them out
of hospital and to avoid long hospital stays’ [14]. Initia-
tives funded through this scheme included multi-
disciplinary teams, seven-day working, and single points
of access.
Integrated care is difficult to achieve, especially in
England where health and social care systems have a
long standing institutional separation, with distinct fund-
ing and accountability arrangements. As such, it is im-
portant to be able to effectively evaluate the success of
integrated care initiatives, and to achieve this, appropri-
ate measures need to be available. However, questions
have been raised about the suitability of existing mea-
sures, in particular, their breadth. Where instruments
are available, there is a general lack of evidence to sup-
port their quality [15]. Furthermore, additional guidance
around which measures and measurement instruments
should be used is needed to aid comparisons of the suc-
cess of strategies [16].
As integrated care arrangements continue to develop,
there is a need to better understand their impact for pa-
tients, service users, and service providers. This study
aimed to investigate how a diverse range of professional
stakeholders and patient representatives viewed current
approaches to assessing outcomes of the integration of
health and social care. The findings are likely to be of
international interest as countries attempt to evaluate
the effectiveness of diverse integrated care arrangements
and their impacts.
Methods
Semi-structured interviews were conducted with stake-
holders to explore the value of integrated care, identify
aspects for evaluation to determine the success of inte-
grated care, and identify appropriate measures for these
aspects. Commonly, integrated care is pursued for pa-
tients and service users, without adequately acknowledg-
ing the potential contributions that they can make [17].
In an attempt to overcome this, patient representatives
were included as active participants in this research,
alongside professional stakeholders.
Recruitment
Professional stakeholders were recruited through publi-
cally available information of national and regional NHS
and social care representative bodies and stakeholder
organisations, existing networks, and referral (i.e. snow-
balling) from those contacted or recruited using the
above methods. Potential participants were selected
based on their interest in and knowledge of integrated
care services, and of policy/strategy and implementation
in relation to integrated care. A purposive sampling
strategy was adopted to recruit diverse respondents
across the health and care sectors.
Patient representatives were recruited through the
Quality and Outcomes of Person-Centred Care Policy
Research Unit’s (QORU) Public Involvement and Imple-
mentation Group, a strategic group which oversees public
involvement in QORU projects and includes members of
the public.
Forty stakeholders and members of the Public Involve-
ment and Implementation Group were sent an email in-
vitation and participant information sheet about the
study. Stakeholders were sent a reminder email where
no response was received. We aimed to conduct 25 in-
terviews across patient representatives, health and social
care policy makers, system stakeholders and profes-
sionals. It was anticipated that this sample size would
enable a range of perspectives regarding integrated care
and its measurement to be captured thus providing de-
tailed information about the evaluation of integrated
care, the challenges and issues.
Ethics approval was granted by the University of Ox-
ford’s Medical Sciences Interdivisional Research Ethics
Committee (Reference: R59996/RE001). All participants
provided written consent via a secure online consent
form prior to taking part.
Participants
Twenty-five people (19 professional stakeholders and 6
patient representatives) took part in a qualitative inter-
view. Nineteen stakeholders responded to the email invi-
tation and were interviewed. The remainder did not
respond (n = 14), could not be reached (e.g. undeliver-
able email) (n = 6), or were too busy to participate (n =
1). Seven patient representatives contacted the research
team expressing an interest in participating in the study,
before recruitment was stopped due to sufficient num-
bers being reached. Six patient representatives were
interviewed. The average duration of interviews was ap-
proximately 30 min. The roles and affiliations of profes-
sional stakeholders are summarised below (note that
three stakeholders also held clinical roles):
 Two senior representatives of NHS England;
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 Four stakeholders in lead roles within Clinical
Commissioning Groups (bodies responsible for the
purchase of local health care services);
 Three stakeholders in lead roles within other NHS
bodies (e.g. Health and Care Partnerships);
 Four senior representatives of local authorities
(bodies responsible for the provision of local public
services, including social care). One of these
representatives held a joint role with a Health and
Care Partnership;
 One senior representative from the Local
Government Association;
 Four senior representatives of health and/or care
focussed charities;
 and a senior academic working in the field of
integrated care.
Interviews
A semi-structured interview guide (see Table 1) was de-
veloped following a review of relevant literature [18],
and focused on the benefits of integrated care and how
it should be evaluated. The guide was tested in two
mock interviews (led by HC and LK), amended, and fur-
ther refined after the first few interviews to allow
broader exploration of available metrics for integrated
care, and their selection. All interviews were conducted
over the telephone between November 2018 and January
2019 (by HC, JH, or LK) and audio-recorded with the
participants’ consent.
Analysis
Interviews were transcribed verbatim by a professional
transcriber and checked against the audio-recording by a
researcher (HC or LK), with corrections made as appro-
priate. All transcripts were anonymised.
A framework analysis was conducted in five stages:
familiarization; identifying a thematic framework; index-
ing; charting; and mapping and interpretation [19, 20].
The thematic coding framework was developed follow-
ing familiarisation with the data set, and broadly
followed the interview guide. The framework was dis-
cussed and agreed upon by all authors. Next, the data
was indexed using NVivo 12 software. Finally, a chart
summarising the relevant data for each case against each
qualitative theme was developed to aid interpretation.
Quotations from professional stakeholders are shown
as “S” followed by an ID number. The following hier-
archy of descriptors can be referred to when interpreting
the results:
 Most or majority (≥75% of participants)
 Many or often (51–74% of participants)
 Some or several (26–50% of participants)
 A few or limited (≤25% of participants)
Results
Three overarching themes arose from the data, and they
are discussed in turn below. The first theme is con-
cerned with how participants viewed integrated care and
its benefits. The second theme focuses on potential mea-
sures for integrated care. The final theme explores some
broader contextual and methodological considerations
surrounding assessing benefits of integration initiatives.
Integrated care and its benefits
When asked to define integrated care, the majority of
stakeholders first and foremost defined it from the per-
spective of the patient or service user as an approach
that coordinates services around the individual to fulfil
their needs. Most went on to state that a key purpose of
taking a person-centred approach to integrated care is to
achieve better outcomes for patients and service users,
for example, keeping people in their homes for longer,
maintaining independence, reducing unnecessary admis-
sions, improving health outcomes, and quality of life. In
addition to improved outcomes, the potential for inte-
grated care to provide patients with a better experience
of care was also raised by stakeholders. Examples given
of what a better patient experience may look like in-
cluded: improved access to services, smoother transi-
tions between services, increased involvement in
decision-making, receiving the right care at the right
time in the right place, and telling ‘their story’ less
frequently.
Secondary to the person-focused definition offered
above, some stakeholders provided a systems-focused
perspective of integrated care, as an activity that coordi-
nates or brings services together to provide ‘joined-up’
or ‘seamless’ care. Some outlined this vision in greater
Table 1 Key questions asked in the semi-structured interviews
• Can you tell me about your current role and background? (professional
stakeholders) / Can you tell me about you and your involvement in PPI
(Patient and Public Involvement)? (patient representatives)
• Can you describe what ‘integrated care’ means to you?
• Can you tell me why you think integrated care is important?
• If health and social care services are well-integrated, what benefits
would you expect to see?
• What aspects of integrated care do you think should be evaluated?
• Do you know of any measures or tools that can be used to evaluate
integrated care?
• What factors do you consider when deciding which outcome
indicators to use? (professional stakeholders only)
• Do you think currently available measures are sufficient for evaluating
integrated care, or are there areas where new metrics are needed?
(professional stakeholders only)
• What do you think is the best way to assess the impact of integrated
care for patients and service users?
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detail, specifying the services involved in integration (e.g.
health, community, voluntary, and social care), as well as
detailing the mechanisms by which integrated care can
be achieved, for example, vertical or horizontal integra-
tion, and multi-disciplinary teams (MDTs). It is import-
ant to note that most stakeholders provided a systems-
focused perspective in addition to the person-centred
definitions given, outlining the structures and processes
necessary in order to achieve better outcomes and expe-
riences for patients. For example, one stakeholder spoke
about how improvements to the structure of the health
and care systems, specifically the integration of IT sys-
tems, could benefit patients:
“We don’t have a single joined up system. We don’t
yet really have shared information systems which
are incredibly important. And they're incredibly
important enabler for integration. And so that’s
what it's about for me – joining up information,
making sure that care professionals have access to
the right levels of information that they can use to
make joint decisions that are with the patient as
well, to improve the patient and service user
outcomes.” (S10, Programme Lead, Clinical
Commissioning Group)
Although structures and processes were discussed, the
benefits of integrated care were generally coached in
terms of the patient or service user. A few stakeholders
further emphasised a person-centred approach by specif-
ically stating that the end goal of integrated care is not
the integration of structures, but rather the outcomes
that can be achieved:
“It's [integrated care] about the experience and the
improved outcomes that it brings to people, that is
what it's all about; it's not about structures … it's
about improving people's health and well-being, it's
about closing health and inequalities, it's about
keeping people well at home, giving them a better,
more co-ordinated experience of care, about helping
them to help themselves, about using, all of the as-
sets in a place to support the community to live as
happily and independently and safely as they can.
And so that’s what integrated care is to us. It's not a
thing in itself; it's the outcomes that it achieves.”
(S9, Senior Advisor, Local Government Association)
The benefits of integrated care to service providers were
also discussed, albeit less than the benefits to patients
and service users, with two key areas of benefit raised.
Firstly, many stated improved service efficiencies as a
key benefit, achieved through more efficient pathways,
reduced duplication of work (e.g. reduced number of
assessments), reduced admissions, and an improved abil-
ity to make decisions, plan, and co-ordinate care. Sec-
ondly, the potential for integrated care to reduce costs
was often discussed, although there were discrepancies
between stakeholders regarding whether savings could
be realised, with several acknowledging that this was not
a given and that current evidence to support this was
limited. In addition to these two key areas, a few stake-
holders also highlighted the potential for integrated care
to improve the experience and retention of staff.
Providing a definition of integrated care was more
challenging for patient representatives. However, of
those who were able, they provided similar albeit less de-
tailed definitions than professional stakeholders, focused
on bringing services together for the benefit of the
patient:
“different organisations getting together … clini-
cians, carers, community people, researchers, re-
search scientists, sharing knowledge and sharing
anything that might be relevant to the patient that
might improve the outcome to a patient” (Patient
Representative 3)
Furthermore, patient representatives also provided simi-
lar descriptions of the benefits of integrated care, with a
particular focus on streamlining processes to benefit the
patient; for example, having one point of contact and be-
ing asked fewer times for the same information.
Measures of integrated care
All professional stakeholders discussed how they thought
integrated care should be evaluated, both in terms of the
aspects to evaluate and how best to measure those as-
pects. Several professional stakeholders spoke about the
difficulty of measuring the impact of integrated care,
particularly with regards to the challenges faced when
selecting appropriate measures, and assessing the bene-
fits to patients and service users. Under current arrange-
ments, with diverse measures employed across the
system, a few stakeholders mentioned that it was impos-
sible to draw general conclusions about the effectiveness
of alternative models of integration. As one might ex-
pect, patient representatives discussed the measurement
of integrated care in much less detail than professional
stakeholders. While various system metrics were raised
as possible measures of integrated care, patient represen-
tatives generally thought evaluation should focus on pa-
tients’ experiences of care, and any improvements in
patient outcomes.
Three broadly distinct types of measure of the benefit
of integration were discussed: system effects, patient ex-
perience and patient outcomes.
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System effects
System metrics were commonly referred to by stake-
holders when discussing measures of integrated care, of
which, delayed transfers of care (DTOC), number of
emergency admissions, and length of stay, all of which
relate to hospital care, were among those most fre-
quently mentioned. While there was great awareness
among stakeholders of metrics used to assess system
outcomes, and their value acknowledged, many felt that
evaluations of integrated care focus too heavily on sys-
tem effects. Concerns were raised that such an approach
is too narrow and does not necessarily effectively evalu-
ate the broader impact of integrated care and the bene-
fits to patients. In particular, some regarded these
metrics as ‘blunt instruments’ that do not capture the
true impact and benefits of integrated care as defined by
stakeholders, i.e. whether system changes are improving
patient experiences and outcomes:
“The outcomes often associated with integrated care
are hardcore metrics like reductions of emergency
admissions, unplanned admissions, length of stay
and that sort of thing … these are the metrics that
they use to measure integrated care against, don’t
actually demonstrate an effective connection, and
that’s because those metrics in themselves aren't
particularly sensitive to what is the aspiration of in-
tegrated care.” (S11, Senior Academic, University)
Vast awareness and use of system metrics is, in part,
likely explained by the requirement of regulators to col-
lect data on certain system outcomes, for example, De-
layed Transfers of Care (DTOC). An Assistant Director
at a local authority questioned this focus:
“The sign of a good performing system is that you
have low levels of DTOC … yes, it's nice to have a
low level of DTOC, but that still means that the
person's been in hospital. They could have been in
hospital for three or four weeks. Is that necessarily a
good experience for them? … Sometimes we latch
onto a particular measurement and then say, "Oh
yeah, your system's performing well because you’ve
got a really low DTOC." Well, not if you’ve got
really high non-elective admissions and really high
readmissions and really high residential admissions
… that tells me that the system's not operating as
well as it could.” (S4, Assistant Director, Local
Authority)
Patient experiences
The majority of participants spoke about the need to
measure patients’ experiences, with a few specifically ex-
tending this to include the experiences of carers and / or
family members. Furthermore, several thought it also
important to measure the experiences of the workforce.
Patient representatives frequently referred to experi-
ences of care, talking about their own experiences from
a patient or carer perspective, as well as referring to the
experiences of others (e.g. family, friends and neigh-
bours). One patient representative described the experi-
ence of their neighbour:
“She suffered a mental health breakdown with two
young children, and the [city] social services
department took six months to assess her. And
even then they didn’t complete the assessment
because the lady was homeless. And they moved
her to temporary accommodation into the neighbour-
ing borough of [location], where they had to start the
whole process again because they said they'd lost the
papers … So, there's no communication between one
department and another department.” (Patient Repre-
sentative 1)
This focus reinforces the stakeholders’ views of the im-
portance of measuring patients’ experiences of care.
Some difficulties around measuring patients’ experi-
ences were raised by stakeholders, for example, often pa-
tients and service users provide a positive report of their
care despite negative aspects occurring, which often only
come to light during subsequent discussions with the
patient.
Patient outcomes
In general, stakeholders discussed patient-related out-
comes in broader terms than they had discussed system
effects. For example, some stakeholders advocated the
importance of patient outcomes but generally without
specificity or detail. This may be an effect of system out-
comes being measured more frequently, and therefore,
system metrics being better known to stakeholders than
patient outcome measures. This was not true of all, with
a few participants able to discuss dimensions to be mea-
sured (e.g. wellbeing, functionality, and pain), and tools
that could be used to elicit such data, in much greater
detail.
Several stakeholders called for a wider “basket of mea-
sures” to broaden measurement beyond system effects
when evaluating the success of integrated care pro-
grammes. A few felt that measuring patient outcomes
should be central to evaluations, for example, a Senior
Associate of a charity stressed that “fundamentally, the
best judge of a service or a package of services, is from
the perspective of the people experiencing care” (S1, Se-
nior Associate, Charity).
Overall, very few specific health indicators were re-
ferred to, with life expectancy, functionality, and dental
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decay among those mentioned. The majority of discus-
sion was about patient- or carer- reported outcomes.
Quality of life, well-being, or specific aspects of quality
of life, such as pain, anxiety, and depression were raised
by the majority of stakeholders as aspects of integrated
care that should be evaluated. The value of measuring
aspects such as these was highlighted in an example
shared by a Senior Manager, who described an instance
where a GP visited an elderly man with multiple condi-
tions nearing end of life:
“And the GP thought, 'Well what can I do for this
guy?' and he... so he just asked him. He said, "I'd
really like my beard trimmed." So, he kind of got a
barber to come round and trim his beard and he
said it kind of transformed this guy's kind of, you
know, you know, made him feel so much better.
And his blood pressure was lower and things like
that. We don’t... but we don’t kind of pick that up. I
think all you'd pick up was the fact that whether the
GP went there and how long he was there for, or
she was there for, you know.” (S6, Senior Manager,
County Council)
However, a few held some reservations about collecting
such data due to its subjective nature, and problems
with measurement (e.g. comparability):
“I might say my quality of life's really high and I
enjoy my life; I could live in absolute squalor. And
other people would say my quality of life is very
poor. So, I think it's more difficult around quality of
life … I think it is right that we ask the question,
but I think it's one of those ones that you need to
think about that is subjective.” (S4, Assistant
Director, County Council)
Patient-reported measurement instruments
When asked about available patient-reported measures
for assessing integrated care, broadly speaking, stake-
holders working at a national level (e.g. national char-
ities) and in academia were far more familiar with
specific measures than those working at a local level (e.g.
County Councils and Clinical Commissioning Groups).
Measures named, included, the Patient-Centred Coordi-
nated Care Experience Questionnaire (P3CEQ), the
Friends and Family Test, the Patient Activation Measure
(PAM-13), the Warwick-Edinburgh Mental Well-being
Scale (WEMWBS), and the EuroQol 5 Dimensions (EQ-
5D). None of the measures named were strongly advo-
cated by the professional stakeholders. Although patient
representatives did not specifically name any patient-
reported measurement instruments, many had previ-
ously seen or completed patient-reported outcome or
experience questionnaires as part of their care. One pa-
tient representative described their experience:
“I have endless review questionnaires following in-
terventions about, you know, pain scores and all
that sort of stuff. Can we do this, can we do that
more, you know, was it better, was it worse, was it
just the same. But no, I personally, have a bit of
trouble with those as a patient because ticking
boxes and being a human being don’t seem very
compatible to me, but I do understand that it's the
way we measure things. And I know you get some-
thing from it which translates into something which
will help me.” (Patient Representative 4)
Contextual considerations
In addition to discussing potential measures for inte-
grated care, stakeholders also raised some additional fac-
tors for consideration when evaluating integrated care
programmes. Both professional stakeholders and patient
representatives raised queries around the purpose of
data collection in health and care settings. One patient
representative discussed the lack of transparency with
patients regarding the purpose for which data is col-
lected, referring to “endless surveys” that go “into a dark
hole and you assume that nobody ever reads” (Patient
Representative 4). Several professional stakeholders
called for greater clarity around why data is being col-
lected and how that data will be used:
“The other thing that worries me is are we using
that data? … it's very fashionable to talk about, you
know, people's mental health and all this sort of
stuff, so people feel that they ought to collect it, but
people should only be collecting it if they're going
to use it, you know. If, you should only be asking
these people these questions if they’ve got a plan for
that data. If they just want to kind of want to put it
on a database somewhere and forget about it then
it’s unethical.” (S6, Senior Manager, Council)
A further issue, raised by a few stakeholders, was around
the tensions between collecting data for use at a local or
national level. While stakeholders recognised the need
to collect data at a national level to allow comparisons
to be drawn between providers, there were concerns that
national level data lacked local relevance, and necessi-
tated a loss of local data ownership. An Assistant Dir-
ector at a Council questioned the value of nationally
imposed metrics:
“We are supposed to work in an integrated way and
cooperate, but I think the culture that underpins
that has been one of intimidation from the top. An
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insistence of further solutions by certain providers
being delivered, and whether you’ve got a top driven
set of metrics that have come from NHS England
and don’t reflect the reality of local government
funding. Those metrics become either as just a stick
to beat people with. And it doesn’t help the integra-
tion of human beings working together on the
ground; it gets in the way.” (S15, Assistant Director,
Council)
Qualitative methods
Qualitative methods of evaluating integrated care were
increasingly being used or advocated by many stake-
holders in order to overcome difficulties they had expe-
rienced with quantitative evaluation of integrated care
initiatives. A senior academic discussed their qualitative
approach to evaluation:
“We get people to define what is it you wanted to
get out of it and did integrated care actually help
you? So, it's impossible to plonk it on a politician's
desk and say, 'You know, with this integrated care
initiative, X number of outcomes were achieved,'
because it's not like that. Integrated care is much
more evaluation of a process. And individually, did
the processes actually facilitate some kind of
improvement?” (S11, Senior Academic, University)
Stakeholders often discussed the use of qualitative
methods to capture data about the benefits of integrated
care from the patients’ perspective. Some advocate these
methods as a way of hearing the stories of patients. Des-
pite discussing the benefits of a qualitative approach, it
was acknowledged that there is still a need for good met-
rics with which to evaluate and report on integrated care.
“Asking the person at the end of it how integrated
their experience has been and then acting on what
they tell us. It's experiential, it's qualitative and it's
not going to be easily captured and quantified and
reported upon.” (S15, Assistant Director, Council)
It has to be noted that while many stakeholders referred
to “qualitative” approaches, it was evident that a few
were in fact referring to patient experience surveys ra-
ther than qualitative methodological approaches, such as
interviews and focus groups.
Discussion
In this diverse sample of professional stakeholders and
patient representatives with a range of interests in the
process of integrating health and social care, there was
striking optimism that increased integration would
eventually yield substantial benefits to patients and users
of services. There was consensus that currently health
and social care services are a very long way from being
integrated and that the main measures used to assess
progress, such as delayed transfer of care, while import-
ant, do not directly address patient benefits.
When invited to consider how benefits of integration
should be assessed, participants commonly referred to
broadly expressed dimensions such as well-being and
health-related quality of life. However such constructs
were generally seen as difficult to operationalise and lit-
tle specific evidence was cited of integration being
assessed against outcomes such as well-being. Reference
was also made by some participants to the potential
value of capturing patients’ experiences of services, i.e.
how services were experienced in terms of being joined
up and coordinated. For some, such responses to inte-
grated care would best be captured by qualitative and
narrative methods.
Although there was broad agreement that progress in
integration would be best captured through the meas-
urement of experiences and outcomes (e.g. dimensions
such as well-being), no single measure was widely cited.
However, individuals were able to cite specific measures
such as the Patient Activation Measure or EQ-5D as po-
tentially relevant. Furthermore, stakeholders generally
discussed the applicability of measures in broader terms
rather than considering their relevance to specific
groups.
Related to the lack of agreement about specific measures
of outcomes of integration was widespread uncertainty as
to where responsibility for outcomes assessment was best
located, at local or national level. This uncertainty rein-
forced the sense that no shared metric could easily emerge
that would inform the system as a whole of benefits of ini-
tiatives to develop integrated services.
The development of measures of health status, often re-
ferred to as patient-reported outcome measures, has been
hailed as the most important scientific break-through in
fifty years, permitting the evaluation of services by means of
broad measures of health as viewed and valued by patients
and the public [21]. There are now readily available vali-
dated measures of health intended to capture the benefits
of system innovations in health and social care [22, 23].
There are, in addition, attempts to define sets of indicators
to assess and monitor integrated care [24], and logic models
that delineate relationships between systems and outcomes
[25]. It is clear that there still remains a substantial gulf be-
tween health services research and the world of everyday
service providers, managers and commissioners, which is
holding back the use of evaluative methods to inform
innovation [26]. One aspect of the gulf is limited awareness
of potentially relevant patient-reported outcome measures
and their application.
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One way in which this gulf could be narrowed is
through the development and promotion of a core meas-
urement set for integrated care, i.e. a standardised set of
measures that represent the minimum group of pro-
cesses, structures, and outcomes that should be collected
and reported for all integrated care initiatives. This type
of approach follows that set out by initiatives such as the
International Consortium for Health Outcomes Meas-
urement (ICHOM), which focuses on the development
of Standard Sets for use by health care providers [27], or
the Core Outcome Measures in Effectiveness Trials
(COMET) initiative, which aims to standardise measure-
ment across clinical trials for a specific area of health or
health condition [28]. At the heart of this type of ap-
proach is the identification and agreement of what mat-
ters most to patients and service users in terms of
outcomes from services, together with the identification
and agreement about best available specific measures of
the most important outcomes.
A potential weakness of these conclusions is the sam-
ple size of respondents recruited to the study. An enor-
mous array of professional, managerial and patient
groups have an interest in the broad issue of integration
of health and social care and the current study cannot
claim to have fully sampled this diversity of views. The
recruitment of professional participants with in-depth
knowledge of integrated care led to a sample of profes-
sionals in more senior positions. However, further work
would benefit from the inclusion of professionals of
varying levels of seniority to capture a wider range of
views. Patient representatives were less familiar with the
term ‘integrated care’ and its definition, with some find-
ing it difficult to answer some of the questions as a re-
sult. However, it is essential to include patient
representatives, and further work is needed to explore
how best to overcome terminology and conceptual bar-
riers to participation. Interviews were also pragmatic
and restricted in time to accommodate respondents’
time constraints.
This study makes an important contribution to under-
standing professional and lay stakeholders’ views on cap-
turing the benefits of integrated care, but further work is
needed to better understand the challenges of measuring
health outcomes and patient, informal carers, and staff
experiences as part of integrated care evaluations.
Patients and informal carers should be central to the
development or selection of measures and indicators to
ensure that they truly reflect any differences that inte-
grated care has made.
Conclusions
The challenges of measuring integrated care are well
documented. In this paper, we sought the views of pro-
fessional stakeholders and patient representatives about
how best to measure the integration of health and social
care, and the benefits of integrated care approaches.
Stakeholders primarily defined integrated care and its
benefits from the patients’ perspective, however, there
was consensus among stakeholders that there is not yet
enough focus on patient benefit. There is potential for
this to be overcome as validated patient-reported mea-
sures of health are available. However, there is currently
limited awareness of measures of key constructs such as
wellbeing among stakeholders, and therefore consider-
able scope for developing consensus on optimal mea-
sures. The study provides clear evidence that the
prospect of directly assessing patient benefits of the inte-
gration of health and social care services is feasible, al-
though still quite distant.
Abbreviations
COMET: Core outcome measures in effectiveness trials; DTOC: Delayed
transfers of care; EQ-5D: EuroQol 5 dimensions; ICHOM: International
consortium for health outcomes measurement; ICS: Integrated care systems;
MDT: Multi-disciplinary team; NHS: National health service; P3CEQ: Patient-
centred coordinated care experience questionnaire; PAM-13: Patient
activation measure; QORU: Quality and outcomes of person-centred care pol-
icy research unit; WEMWBS: Warwick-Edinburgh mental well-being scale;
WHO: World health organisation
Acknowledgements
We would like to thank the professional stakeholders and patient representatives
for participating in the qualitative interviews.
Authors’ contributions
RF and MP conceived of the study with all authors contributing to its design.
HC, JH, and LK collected the interview data. HC led the analysis of interview
data, with the support of RF and MP. HC led on drafting the manuscript with
input from RF, JH, LK and MP. All authors have critically reviewed and
approved the final version of the manuscript.
Funding
This paper reports independent research funded by the Policy Research
Programme (PRP) in the Department of Health and Social Care England,
firstly through the Quality and Outcomes of Person-centred Care Policy Re-
search Unit (QORU), and subsequently the National Institute for Health Re-
search (NIHR) Policy Research Unit (PRU) on Quality, Safety, and Outcomes
(QSO) (PR-PRU-1217-20702). This study was also funded by the NIHR Collab-
oration for Leadership in Applied Health Research and Care (CLAHRC) Oxford
at Oxford Health NHS Foundation Trust. The funders set only broad areas for
long term programmes of research, such as quality and outcomes of health
and social care services. They were not involved in the research question, de-
sign, data collection and analysis, manuscript preparation or the decision to
submit the manuscript for publication. The views expressed are those of the
authors and not necessarily those of the NIHR or the Department of Health
and Social Care.
Availability of data and materials
Due to ethical concerns, the interview transcripts cannot be made openly
available.
Ethics approval and consent to participate
Ethics approval was granted by the University of Oxford’s Medical Sciences
Interdivisional Research Ethics Committee (Reference: R59996/RE001). All
participants provided written consent via a secure online consent form prior
to taking part.
Consent for publication
Not applicable.
Crocker et al. BMC Health Services Research          (2020) 20:515 Page 8 of 9
Competing interests
The authors declare that they have no competing interests.
Author details
1Nuffield Department of Population Health, University of Oxford, Richard Doll
Building, Old Road Campus, Headington, Oxford OX3 7LF, UK. 2Harris
Manchester College, Oxford OX1 3TD, UK. 3Health Sciences, University of
Warwick, Coventry CV4 7AL, UK.
Received: 27 September 2019 Accepted: 27 May 2020
References
1. Baxter S, Johnson M, Chambers D, Sutton A, Goyder E, Booth A. The effects
of integrated care: a systematic review of UK and international evidence.
BMC Health Serv Res. 2018;18(1). doi: https://doi.org/10.1186/s12913-018-
3161-3.
2. Ham C. Making sense of integrated care in the NHS in England. London:
The King’s Fund; 2018 June.
3. Rutten-van Mölken M, Leijten F, Hoedemakers M, Tsiachristas A, Verbeek N,
Karimi M, Bal R, de Bont A, Islam K, Askildsen JE, Czypionka T, Kraus M, Huic
M, Pitter JG, Vogt V, Stokes S, Baltaxe E. Strengthening the evidence-base of
integrated care for people with multi-morbidity in Europe using Multi-
Criteria Decision Analysis (MCDA). BMC Health Serv Res. 2018;18(576). doi:
https://doi.org/10.1186/s12913-018-3367-4.
4. van der Heide I, Snoeijs S, Melchiorre MG, Quattrini S, Boerma W, Schellevis
F, Rijken M. Innovating care for people with multiple chronic conditions in
Europe: an overview. 2015. http://www.icare4eu.org/pdf/Innovating-care-for-
people-with-multiple-chronic-conditions-in-Europe.pdf. Accessed 04 June
2019.
5. World Health Organization. Framework on integrated people-centred health
services. 2016. https://www.who.int/servicedeliverysafety/areas/people-
centred-care/framework/en/. Accessed 04 June 2019.
6. SQW. Summative evaluation of the Integrated Personal Commissioning (IPC)
Programme: interim report – process evaluation. 2017. http://www.sqw.co.
uk/files/8215/1818/6800/SQW_first_process_evaluation_report.pdf. Accessed
04 June 2019.
7. Erens B, Wistow G, Mounier-Jack S, Douglas N, Jones L, Manacorda T, Mays
N. Early evaluation of the integrated care and support pioneers Programme:
final report. Policy Innov Res Unit. 2016:1–175. https://piru.lshtm.ac.uk/
assets/files/Early_evaluation_of_IC_Pioneers_Final_Report.pdf. Accessed 29
May 2019..
8. Ling T, Brereton L, Conklin A, Newbould J, Roland M. Barriers and facilitators
to integrating care: experiences from the English Integrated Care Pilots. Int J
Integr Care. 2012;12(5). https://doi.org/10.5334/ijic.982.
9. Forder J, Caiels J, Harlock J, Wistow G, Malisauskaite G, Peters M, Marczak J,
D’Amico F, Fernandez J-L, Fitzpatrick R, Jones K. A system-level evaluation of
the better care fund: final report. Qual Outcomes Person-Centred Care
Policy Res Unit. 2018:i–130. https://www.pssru.ac.uk/pub/5424.pdf. Accessed
31 May 2019.
10. NHS. The NHS long term plan. NHS England. 2019. https://www.longtermplan.
nhs.uk/publication/nhs-long-term-plan/. Accessed 04 June 2019.
11. Armitage GD, Suter E, Oelke ND, Adair CE. Health systems integration: state of
the evidence. Int J Integr Care. 2009;9(2). doi: https://doi.org/10.5334/ijic.316.
12. National Collaboration for Integrated Care and Support. Integrated care and
support: our shared commitment. Department of Health and Social Care.
2013. https://www.gov.uk/government/publications/integrated-care.
Accessed 31 May 2019.
13. National Voices. A narrative for person-centred coordinated care. NHS
England. 2013:12. https://www.nationalvoices.org.uk/sites/default/files/
public/publications/narrative-for-person-centred-coordinated-care.pdf .
Accessed 31 May 2019.
14. National Audit Office. Planning for the Better Care Fund, HC 781, Session
2014–15. 2014. www.nao.org.uk/wp-content/uploads/2014/11/Planning-for-
the-better-care-fund.pdf. Accessed 08 May 2020.
15. Bautista MA, Nurjono M, Lim YW, Dessers E, Vrijhoef HJ. Instruments
measuring integrated care: a systematic review of measurement properties.
Milbank Q. 2016;94(4):862–917.
16. Suter E, Oelke ND, da Silva Lima MAD, Stiphout M, Janke R, Witt RR, Van
Vliet-Brown C, Schill K, Rostami M, Hepp S, Birney A, Al-Roubaiai F, Marques
GQ. Indicators and measurement tools for health systems integration: a
knowledge synthesis. Int J Integr Care. 2017:17(6). doi: https://doi.org/10.
5334/ijic.3931.
17. Glimmerveen L, Nies H, Ybema S. Citizens as active participants in
integrated care: challenging the field’s dominant paradigms. Int J Integr
Care. 2019;19(1). doi: https://doi.org/10.5334/ijic.4202.
18. Kelly L, Harlock J, Peters M, Fitzpatrick R, Crocker H. Measures for the
integration of health and social care services for long-term health
conditions: a systematic review of reviews. BMC Health Serv Res. 2020;
20(358). doi: https://doi.org/10.1186/s12913-020-05206-5.
19. Ritchie J, Spencer L. Qualitative data analysis for applied policy research. In:
Bryman A, Burgess RG, editors. Analyzing qualitative data. London:
Routledge; 1994. p. 173–94.
20. Srivastava A, Thomson SB. Framework analysis: a qualitative methodology
for applied policy research. J Adm Governance. 2009;4(2):72–79.
21. Brook RH, Vaiana ME. Using the knowledge base of health services research
to redefine health care systems. J Gen Intern Med. 2015;30(10):1547–56.
22. Malley JN, Towers A-M, Netten AP, Brazier JE, Forder JE, Flynn T. An
assessment of the construct validity of the ASCOT measure of social care-
related quality of life with older people. Health Qual Life Out. 2012;10(21).
doi: https://doi.org/10.1186/1477-7525-10-21.
23. Potter CM, Batchelder L, A'Court C, Geneen L, Kelly L, Fox D, Baker M,
Bostock J, Coulter A, Fitzpatrick R, Forder JE, Gibbons E, Jenkinson C, Jones
K, Peters M. Long-Term Conditions Questionnaire (LTCQ): initial validation
survey among primary care patients and social care recipients in England.
BMJ Open. 2017;7(11). doi: https://doi.org/10.1136/bmjopen-2017-019235.
24. Scobie S. Trusted measures: analytical resources for integrated care. Nuffield
Trust. 2018. https://www.nuffieldtrust.org.uk/resource/trusted-measures-
analytical-resources-for-integrated-care. Accessed 06 June 2019.
25. Social Care Institute for Excellence. Logic model for integrated care. 2017.
https://www.scie.org.uk/integrated-health-social-care/measuring-progress/
logic-model . Accessed 6 June 2019.
26. Lamont T, Barber N, de Pury J, Fulop N, Garfield-Birkbeck S, Lilford R, Mear L,
Raine R, Fitzpatrick R. New approaches to evaluating complex health and
care systems. BMJ. 2016;352:i154. doi: http://doi.org/https://doi.org/10.1136/
bmj.i154.
27. ICHOM. Standard sets. https://www.ichom.org/standard-sets/. Accessed 14
May 2020.
28. Williamson PR, Altman DG, Bagley H, Barnes KL, Blazeby JM, Brookes ST,
Clarke M, Gargon E, Gorst S, Harman N, Kirkham JJ, McNair A, CAC P,
Schmitt J, Terwee CB, Young B. The COMET Handbook: version 1.0. Trials.
2017;18(280). https://doi.org/10.1186/s13063-017-1978-4.
Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.
Crocker et al. BMC Health Services Research          (2020) 20:515 Page 9 of 9
